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Changes since the 1st edition in 2020

The general scale has been expanded with several person- and care-related details. [t no longer feeds into the evaluation. The method
used to calculate the cut-off values has changed: The threshold for counseling now uniformly lies at 7.5 for all scales (previously: at
least 2 answers of strongly agree/agree or strongly disagree/disagree). The updated questionnaire is applicable for all family caregivers;
therefore, RESQ-CARE-DEM, for family caregivers of people living with dementia, has been dropped.
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Summary

Purpose and use of the questionnaire

The Resilience and Strain Questionnaire for Caregivers (RESQ-CARE) is a scientifically based

screening instrument. It is designed for use across different professional counseling settings and RESQ-CARE is a
addresses family caregivers directly. RESQ-CARE provides support in evaluating the individual scientifically based
resilience factors and stress factors of family caregivers and the ratio of these factors to one screening instru-
another. The individual health risk depends on this ratio, as chronic stress can be damaging ment for profes-

to health, especially if there are few available resilience factors to cope with the burden. To sional counseling of
prevent health problems and illness, an at least balanced ratio of resilience factors and stress family caregivers.

factors is highly important.

RESQ-CARE can help to
systematically assess individual resilience factors and stress factors
visualize the family caregiver’s ratio of resilience and stress
identify family caregivers with an increased health risk
estimate the need for preventive counseling
select relevant counseling themes.

Design and structure

RESQ-CARE is conceived according to a weighing scale model. Family caregivers' resilience
factors and stress factors are weighed against each other and displayed as a bar chart (RESQ-
CARE profile).

The questionnaire contains 2 scales on resilience factors (My strength-givers) and 2 scales on
stress factors (My strength-sappers). Each scale consists of 5 statements (items). Additionally, a
general scale provides orientation with regard to the life and care circumstances.

Evaluating the questionnaire and interpreting the results

The counselor evaluates the questionnaire using the scores on the scales. High scores on the
resilience ISFales |nd.|cate high resilience anq high scores on the stress scales indicate high From the RESO-
stress. Individuals with low scores on the resilience scales and high scores on the stress scales CARE profile, rec-
have an especially increased health risk. Additionally, the general scale can be used to evaluate
the life and care circumstances. From the results, it is possible to derive recommmendations for
action in order to strengthen resilience and/or reduce stress.

ommendations to
strengthen resilience
or reduce stress can
be derived.

(1) RESQ-CARE working material

Resilience and Strain Questionnaire for Caregivers

Excel file for evaluating and graphically presenting the results, and for the selection of
counseling themes and measures

Manual with information on the theoretical foundations and application of the ques-
tionnaire

Training material for the professional counseling context (only available in German)
Further material for the application of RESQ-CARE (help in filling out the questionnaire,
hints on methodology, videos) (only available in German)

The RESQ-CARE working material is freely accessible: www.zgp.de/english/what-we-do/#RESQ-
CARE
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Background

Situation of family caregivers

The majority of people requiring care in Germany live at home and are cared for by family

members — predominantly without any professional support (German Federal Statistical Office, Family caregivers
2022). However, informal caregiving is a worldwide phenomenon. Family caregivers carry out are at risk of health
many different tasks, from organizational responsibilities to psychological support and physical problems.

care (Adelman et al, 2014).

Many family caregivers experience chronic stress and are therefore at risk of developing health
problems, physical illness, and/or mental illness themselves (Janson et al, 2022; Pinquart &
Soérensen, 2003). This risk is especially high among family caregivers of people living with
dementia (Wuttke-Linnemann et al,, 2019). Health problems and illnesses among family
caregivers can include symptoms of exhaustion, depression, musculoskeletal problems, or
respiratory infections (Bohnet-Joschko & Bidenko, 2019; Rothgang & Muller, 2018). In particular,
family caregivers of people living with dementia show a relatively high risk of depression, with
studies reporting depression rates between 3 and 57 percent (31 percent across all considered
studies) (Collins & Kishita, 2020). Family caregivers are also described as ‘invisible second patients
(Brodaty & Donkin, 2009). It remains unclear whether an increased burden of care leads to
poorer health or whether family caregivers with poorer health are more burdened by their
caregiving responsibilities (Chang et al.,, 2010).

’

How family caregivers deal with stressors

Family caregivers differin how they deal with care-related stressors (stress factors). Some suffer

from high levels of stress and become ill themselves, while others are able to maintain their
health despite the stressors. This is related to differences in resilience (Dias et al., 2015). Family caregivers
differ in how they
deal with care-
related stressors.

Resilience describes the ability to recover quickly from stress or to deal with it in a way that
allows health to be maintained. Resilience is characterized by various individual factors
(resilience factors).

Stress is the result of a subjective appraisal process, and develops when not enough strategies
are available to cope with the stressor in a challenging situation (Transactional Model of Stress
and Coping; Lazarus & Folkman, 1984). As a natural reaction of the body, among others, stress
leads to the activation of the autonomic nervous system, and stress hormones like cortisol
are released. The heart rate and respiratory rate rise and the muscles become tense. When
the stress ends, this reaction abates and the body recovers. While short-term stress can
promote health, chronic stress without sufficient recovery is damaging.

Resilience factors and stress factors lie at opposite ends of a spectrum, and in part, both can
be altered. Reducing stress factors and strengthening resilience factors are highly important
for quality of life and for preventing stress-related physical and mental health problems and
illnesses in family caregivers. Their ratio should be balanced. Ideally, resilience factors should
predominate (Joling et al,, 2016; Palacio et al,, 2019).

Resilience factors in family caregivers

Numerous studies have examined individual resilience factors, which have been systematically
classified in review articles. The majority of the research specifically considers family caregivers
of people living with dementia. It is suggested, for example, that their resilience factors can be
categorized into a biological, psychological, and social dimension (Dias et al., 2015). This follows
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the rationale of a biopsychosocial model, which is widespread in the health domain. According
to this, female family caregivers show higher resilience than do males (biological dimension),

lower depression scores are associated with higher resilience (psychological dimension), and

social support is a predictor of higher resilience (social dimension). This classification can be Resilience is a
extended by an interpersonal dimension, which captures the quality of the relationship with multidimensional
the person living with dementia (Joling et al,, 2017). Although these studies refer to family construct.

caregivers of people living with dementia, it can be assumed that the biopsychosocial model
is transferrable. For instance, there are indications that social support is also associated with
higher resilience among family caregivers who are caring for people with other diseases (Hwang
etal, 2018;Kim et al, 2012; Ong et al,, 2018; Salim et al,, 2019). To date, the research regarding
other diseases predominantly consists of individual studies; there are not yet sufficient reviews
to categorize resilience factors.

Stress factors in family caregivers

Researchers have frequently examined factors that contribute to stress in family caregivers.
These factors can be both intrapersonal and interpersonal, meaning that they can relate to
the family caregiver, the care recipient, as well as the living situation.

Family caregiver: Certain characteristics of family caregivers are associated with a higher
caregiver burden. These include female gender and a low educational level. Moreover, family
caregivers who indicate that they had no choice but to take on the caregiving report a higher
burden. Further predictors include a limited use of coping strategies (e.g., low level of help-seek-
ing), social withdrawal and reduced activity levels (Adelman et al,, 2014).

Care recipient: There are also several characteristics on the part of the care recipient that are
associated with a higher caregiver burden. These include signs of stress in the care recipient
(Adelman et al, 2014), irritability, aggressiveness, agitation, and apathy (e.g., regarding dementia:
Allegri et al,, 2006; Terum et al., 2017; regarding traumatic brain injury: Ergh et al., 2002; regarding
Parkinson’s disease: Martinez-Martin et al,, 2015). High impairment in terms of activities of
daily living such as personal hygiene and mobility are also associated with a higher caregiver
burden (Brodaty et al, 2014).

Living situation: The living situation or conditions are likewise related to caregiver burden. For
instance, the perceived burden is increased when the caregiver lives with the care recipient
or spends a relatively large amount of time each week providing care (Adelman et al,, 2014).
According to a study by the National Alliance for Caregiving and the AARP (2020), this is the
case if family caregivers spend more than 21 hours per week on caregiving. Further factors are
financial worries due to the care situation as well as the lack of gainful employment (Adelman
et al, 2014). Moreover, family conflicts surrounding the care situation, as well as a lack of
appreciation for the caregiver's work, constitute stress factors in family caregivers (Etters et
al., 2008).
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Construction of the questionnaire

Theoretical foundations of the questionnaire construction

The questionnaire (= Appendix) is based on a weighing scale model, according to which

resilience factors and stress factors in family caregivers are balanced against each other. In RESQ-CARE is based

addition to a general scale on life and care circumstances, the questionnaire comprises 2 scales on a weighing scale

on resilience factors (My strength-givers) and 2 scales on stress factors (My strength-sappers) model, in which

(= Figure 1). This enables the level of resilience factors and stress factors to be assessed and resilience factors

their ratio to be determined. From this, specific themes for counseling can be derived. and stress factors
are balanced against

RESQ-CARE is based on the German questionnaire FARBE. FARBE was designed and psychomet-
rically validated based on a literature review which considered the existing questionnaires on

each other.

stress as well as study findings on resilience in family caregivers (Wuttke-Linnemann et al,, 2021).

Figure 1: Constructs and dimensions underlying the RESQ-CARE scales

Dimension Scale

psychological 1. My inner attitude
Resilience factors
(My strength-givers) social 2. My sources of energy
interpersonal 3. Difficulties in managing the

Stress factors person | care for

(My strength-sappers)

intrapersonal 4. General burdens of my
living situation

Construction of the general scale on life and care circumstances

The general scale (= Figure 2) captures person- and care-related details of both the family
caregiver and the care recipient. It serves to provide orientation with respect to several factors
that may be associated with a higher caregiving burden. These include female gender, low
educational level, co-residence with the care recipient, and a high number of hours spent on
caregiving per week (Adelman et al,, 2014).

June 2024 2 www.zgp.de I I I I


http://www.zqp.de

RESQ-CARE-MANUAL @ CONSTRUCTION OF THE QUESTIONNAIRE | 6

Figure 2: General scale on life and care circumstances

Information about me

Age Years
Gender O Female O Male O Other
Relationship to the person | care for O Partner O Child
(lamtheir ...) O Parent O Other:
Living situation O With the person | care for O Alone
O With my own family/partner O Other:
Highest educational attainment O High school graduate » No schooling/education
O Stillin school O Other:
Occupation O Retired O In training/studying
O Full-time employment O Notin employment

O Part-time employment

Start of caregiving weeks/months/years
(I'have been caregiving for ...)

Time spent on caregiving (I provide care for ...) hours per week

Support received for caregiving O No support
O Supported by relatives, acquaintances, neighbors
O Professional support

O In-home care service O Community home for senior
O Care on an hourly basis citizens or shared care

© Day care or night care ©  Care home

O 24-hour care O Other:

O Assisted living

Information about the person | care for

Age Years
Gender ) Female O Male O Other
llinesses, impairments O Cardiovascular disease, e.g., heart attack, stroke

Chronic physical illness, e.g.,, rheumatism, arthrosis
O Mental/neurological illness, e.g., dementia, Parkinson’s disease, depression
Other:

Support needs O Mobility
0 Communication and mental abilities, e.g., memory, understanding

O Mental health problems, e.g., sadness, aggressiveness, restlessness

Self-care, e.g.,, washing, getting dressed, household tasks

Medical care, e.g., use of medication, visiting the doctor, using physical/medical aids
Organizing everyday life and social contacts

Living situation ) Athome, alone O Care home
At home with family/partner O Other:

Care level (if applicable)
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Construction of the resilience scales My strength-givers

The 2 resilience scales My strength-givers were designed based on a biopsychosocial approach in
line with existing classifications of resilience factors (Dias et al, 2015; Joling et al, 2017). As there
was no existing questionnaire specifically capturing resilience in family caregivers, the items for
these scales were derived from the findings from resilience research in general and from findings
on resilience in family caregivers (= Figures 3 and 4).

Resilience scale My inner attitude

The resilience scale My inner attitude depicts the psychological dimension of resilience and

primarily asks about intrapersonal and interpersonal resilience factors relating to one's attitude The resilience scale

to caregiving and to oneself. These are: self-efficacy, positive effects of caregiving, the ability My inner attitude

to recover from stress, knowledge about the care recipient’s condition, and knowledge about depicts the psycho-

the available help (= Figure 3). logical dimension of
resilience.

Self-efficacy (items 1 and 5) refers to a person'’s evaluation of his/her ability to cope with difficult

situations due to his/her own competencies (Bandura, 1977). A high degree of self-efficacy
has been related to a lower caregiving burden (Gallagher et al, 2011). Item 1 draws on the
finding that a family caregiver’s feeling of being trapped in the caregiving role, without the
possibility of self-determination, is associated with a higher caregiving burden (Aneshensel
etal, 1993; Campbell et al,, 2008).

Various studies have pointed to positive effects of caregiving responsibilities, such as growth
and maturation due to the situation (item 2) (Tarlow et al., 2004), and it is assumed that these
can buffer the negative effects of the caregiving situation. Positive caregiving experiences
are therefore seen as an important resilience factor in family caregivers (Joling et al, 2017).
[tem 2 additionally captures interpersonal resilience factors. A good relationship between the
caregiver and the care recipient is likewise seen as a resilience factor and is helpful for dealing
with stress (Joling et al., 2017; Quinn et al., 2009).

A further resilience factor is the ability to recover quickly from stress (item 3). This item was
derived from the Brief Resilience Scale (Chmitorz et al., 2018, Smith et al., 2008).

[tem 4 asks about the family caregiver’s perceived level of knowledge about the care recipient’s
condition as well as the caregiver's feelings of competence. These are seen as important
resilience factors (Beinart et al., 2012; Zauszniewski et al., 2015).
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Figure 3: Items from the scale My inner attitude and the underlying constructs

No. Item

1 lvoluntarily and deliberately chose to take on the
caregiving.

Construct

Self-efficacy

Source

in line with Campbell et al. (2008)

2 Through caregiving, | am discovering new, positive
sides of myself, of the person | care for, and/or of our
relationship with each other.

Growth/maturation

in line with Tarlow et al. (2004)

3 Irecover quickly from stress.

Resilience and
recovery

in line with Brief Resilience Scale
(Chmitorz et al,, 2018; Smith et al,,
2008)

4 |feel competent in the care | provide. For example,
| have gathered information about the condition of
the person | care for and about support services.

Knowledge about
the condition, feeling
of competence

in line with Beinart et al. (2012) and
Zauszniewski et al. (2015)

5 lam able to rely on my abilities in difficult situations.

Self-efficacy

in line with Short Scale for

Measuring General Self-Efficacy
Beliefs (Beierlein et al., 2012)

Resilience scale My sources of energy

The resilience scale My sources of energy depicts the social dimension of resilience and asks
about the presence of social support and about organizing one’s leisure time in terms of
positive activities (= Figure 4).

Social contacts are associated with health-conducive effects (Umberson & Montez, 2010).
However, both the quantity and in particular the quality of social contacts are important here. In
this context, social support is especially relevant. According to the popular stress, social support,
and the buffering hypothesis, social support can buffer the negative effect of stress on health
(Cohen & Wills, 1985). For instance, it is reported that social support is associated with lower
burden in family caregivers (Adelman et al, 2014). Therefore, this is viewed as an important
resilience factor, which is represented by items 7, 8, and 9 in the questionnaire: Item 9 assesses
the availability of social contacts in general, referring to any type of social support, regardless
of whether the people are in the same place. Item 7 asks specifically about support with
caregiving tasks. The question about appreciation for one’s caregiving (item 8) is based on the
finding that in addition to providing active support, appreciative and supportive feedback on
one’s caregiving from other family members is especially associated with a lower burden in
family caregivers (Li & Sprague, 2002).

The resilience scale is complemented by items (6 and 10) from the areas of self-care and
depression prevention. The core symptoms of a depressive episode include the loss of pleasure
or joy and a decline in positive activities (Hautzinger et al., 2009). Therefore, caregivers are
asked whether they are able to experience joy and whether they pursue positive activities in
everyday life.

June 2024
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Figure 4: Items from the scale My sources of energy with the underlying constructs

No. ltem Construct Source
6 Despite the increased demands, | manage to pursue Self-care/depression in line with Beck Depression
my own interests, e.g., hobbies, sport. prevention Inventory (Hautzinger et al.,, 2009)
7 luse support for the caregiving, e.g., from family Social support in line with the stress, social
members, friends, professional support. support, and the buffering hypothe-

sis (Cohen & Wills, 1985)

8 Ireceive supportive feedback for the care | provide. Social support in line with Li and Sprague (2002)

9 Ihave people | can always rely on. Social support in line with Berlin Social Support
Scales (Schulz & Schwarzer, 2003)

10 | experience joy in my everyday life, e.g., Self-care/depression in line with Beck Depression
when | pursue pleasant activities. prevention Inventory (Hautzinger et al., 2009;
Schulz & Schwarzer, 2003)

Construction of the stress scales My strength-sappers

The 2 stress scales My strength-sappers depict on the one hand interpersonal factors that are
primarily attributable to the severity of the care recipient’s condition and on the other hand
intrapersonal factors that are mainly based on changes in the caregiver’s life circumstances
due to taking on the caregiving (= Figures 5 and 6).

Stress scale Difficulties in managing the person | care for

The stress scale Difficulties in managing the person | care for primarily assesses behavioral prob-
lems as well as impairments in activities of daily living. In this regard, it asks both about The stress scale
symptoms and about the effect on the family caregiver (= Figure 5). Difficulties in
managing the person
| care for depicts

the interpersonal
dimension of stress
factors.

Impairments in activities of daily living in the care recipient are associated with a higher burden
of care in family caregivers (item 11). The burden is increased if the family caregiver is unable to
leave the care recipient alone due to these impairments (item 13).In the context of dementia,
an increased feeling of burden in the family caregiver can also be caused by a greater tendency
for people living with dementia to wander (Miyamoto et al,, 2002).

Item 12 asks about a series of behavioral problems in the care recipient, which are taken from
the Neuropsychiatric Inventory (NPI) (Cummings et al,, 1994) and have been related to burden
in family caregivers in various studies (Martinez-Martin et al,, 2015; Terum et al,, 2017).

Family caregivers can also become stressed if they have the impression that the care recipient
has changed (item 14). For instance, in the Caregiver Strain Index (Robinson, 1983), personality
changesin the care recipient are associated with sadness in family caregivers. These personality
changes are expressed, for instance, in the form of cognitive impairments (Bruce et al.,, 2008)
or challenging behavioral changes such as increased aggressiveness or irritability (Matsumoto
etal, 2007), which are linked to a higher burden in family caregivers.

Additionally, the scale asks about the frequency of conflicts with the care recipient (item 15),
as this is a predictor of a higher burden of care (Pinto et al,, 2016; Tough et al,, 2017). Indirectly,
this also asks about impacts on the quality of the relationship with the care recipient, as a good
relationship is seen as a protective resilience factor and is associated with a lower burden of
care (Joling et al,, 2017; Quinn et al,, 2009).
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Figure 5: Items from the scale Difficulties in managing the person | care for with the underlying constructs

No. Item Construct Source

11 The person | care for has physical limitations. He/she Impairments in in line with Adelman et al,, 2014
needs support in everyday life that is difficult forme ~ activities of daily living
to provide, e.g., with getting dressed, washing, eating

or mobility.
12 The person | care for shows difficult behaviors that Behavioral problems in line with Neuropsychiatric
are burdensome for me, e.g.: He/she rejects help, is Inventory (Cummings et al,, 1994)

aggressive, has difficulty sleeping, lacks drive.

13 I cannot leave the person | care for alone for an hour.  Impairments in in line with Miyamoto et al,, 2002
activities of daily living

14 The person | care for has changed for the worse Personality changes in line with Caregiver Strain Index
due to their condition, e.g.: He/she is irritable, less (Robinson, 1983)
compassionate, more negative, less mentally fit.

15 | experience a lot of conflict and arguments with Changein the in line with Pinto et al, 2016 and
the person | care for. relationship Tough et al, 2017

Stress scale General burdens of my living situation

The stress scale General burdens of my living situation asks about stress factors in family
caregivers' everyday life that are not specific to the care situation (= Figure 6). The stress scale
General burdens of
my living situation
depicts the intraper-
sonal dimension of
stress factors.

[tem 16 first asks about additional burdens in general. For example, these might pertain to one’s
own health, which is covered in more detail in item 17. Health problems in family caregivers
can be seen both as a consequence of the caregiving burden and as a risk factor for a higher
caregiving burden (Chang et al, 2010; Richardson et al,, 2013). A low income is also viewed as
a predictor of a higher care-related burden (item 18), which is why almost all commonly used

questionnaires on caregiving burden ask about financial worries (e.g., Zarit Burden Interview
(Zarit et al, 1985), Caregiver Strain Index (Robinson, 1983)). The Berlin Inventory of Caregivers’
Burden with Dementia Patients (BIZA-D) (Zank et al., 2006) contains a separate ‘Finances'scale.

Family caregivers often neglect their own health, for instance by failing to attend medical
check-ups, and show a higher mortality (Schulz & Beach, 1999). It can be assumed that this
neglect of one’s own health is a consequence of the time taken up by caregiving tasks. Therefore,
item 19 asks indirectly about role conflicts, as these can constitute a particular vulnerability
to care-related burden.

As many family caregivers reduce either their leisure activities or their work hours due to the
caregiving responsibilities, item 20 asks about the extent to which they feel unable to cope
with the demands of everyday life, which can be seen as a further indictor of possible role
conflicts (Gordon et al,, 2012).
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Figure 6: Items from the scale General burdens of my living situation with the underlying constructs

No.

16

[tem

Besides the caregiving tasks, | am additionally
burdened in my everyday life, e.g., due to my
own health, worries about other family members,
reconciling caregiving, family and job.

Construct

Stress factors of
the general life
circumstances

Source

in line with the Caregiver Strain Index
(Robinson, 1983)

17 I suffer from physical complaints on a daily basis, State of health in line with GraBel (1998) and
e.g., pain, shortness of breath, heart palpitations, Richardson et al. (2013)
dizziness.
18 |am worried about my financial situation. Financial worries in line with the Caregiver Strain Index
(Robinson, 1983), Zarit Burden Interview
(Zarit et al,, 1985) and Berlin Inventory
of Caregivers' Burden with Dementia
Patients (Zank et al., 2006)
19 Ineglect my own health, e.g., | do not take care of Role conflicts/ in line with Schulz and Beach (1999)
my nutrition, getting enough sleep or attending state of health
medical check-ups.
20 [feellike I cannot keep up with the many demands  Role conflicts in line with the Caregiver Strain Index
in my everyday life. This can express itself, e.g., (Robinson, 1983) and the Burden Scale
in a lack of drive, sleep problems, joylessness or for Family Caregivers (Grél3el, 2001)
irritability.
June 2024
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Using the questionnaire

Aim of RESQ-CARE

RESQ-CARE is a scientifically based screening instrument for professional counseling. Its aim is

toassess individual resilience factors and stress factors in family caregivers and to evaluate their RESQ-CARE is

ratio to one another. The individual health risk depends on which factors carry more weight. suitable for use in
To avoid an excessive burden, an at least balanced ratio between resilience factors and stress professional coun-
factors is therefore important. seling settings — it

is not a self-assess-

The instrument serves to identify counseling needs and relevant counseling themes in family ment instrument.

caregivers in the context of professional counseling, in order to foster resilience and reduce

stress and burden. For this purpose, the instrument offers suggestions on contents of preventive
counseling and measures that might be taken.

The questionnaire is designed for use in various professional counseling settings. It is not
suitable for family caregivers to administer and evaluate themselves. Likewise, RESQ-CARE is
not designed to assess resilience factors and stress factors in professional caregivers.

Structure of the questionnaire

The questionnaire contains 2 scales on resilience factors, described as My strength-givers, and
2 scales on stress factors, described as My strength-sappers (= Figure 1). Each scale consists of
5 items. In addition, there is a general scale on the life and care circumstances of the caregiver
and the care recipient, which can be used to provide orientation when interpreting the results.

Filling out the questionnaire

The questionnaire should be filled out by family caregivers within a counseling situation. Before

the family caregiver fills out the questionnaire, the counselor should describe the aims and The questionnaire
procedure of the RESQ-CARE screening. If the family caregiver is caring for several people, the should be filled out
questionnaire should be completed with reference to the individual about whom the coun- by family caregivers
seling is taking place. It takes approximately 15 minutes to answer all items. as part of the

) , , ) , , , counseling situation.
Generally speaking, the completion of the questionnaire and the evaluation and discussion

of the results should take place during the same appointment.

g Suggestion on how to describe the aims and procedure:

To get an overview of your caregiving situation and your resources and burdens, and to help
me tailor the counseling to your needs more directly, | would like to ask you to fill out this
questionnaire. Please evaluate to what extent you agree with the statements. There are no
right or wrong answers, | only want to know your own thoughts and feelings. Please think
back over the last 4 weeks when responding. Afterwards, we will discuss the results together.
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E_/ Instructions within the questionnaire:

Dear family caregiver,

Caregiving changes one’s everyday life, but this role can impact family caregivers differently.
Some recover quickly from the demands associated with caregiving. Others are at risk of
developing physical or mental health problems. This depends on various factors, but par-
ticularly one’s own resilience and the care-related burden.

The aim of this questionnaire is to evaluate the ratio of these factors. Based on your answers,
we can better align the counseling with your current situation. Please think back over the last
4 weeks when responding. Your answers will be treated confidentially.

Evaluating the questionnaire

The questionnaire is evaluated by the counselor using a scoring system, which takes around
10 minutes. Each answer is given a score (= Figure 7).

Figure 7: Scoring system for evaluating the questionnaire

Strongly agree Agree Disagree Strongly disagree
3 2 1 0

Next, a sum score is calculated for each scale, which can range from 0 to 15 per scale.
High scores on the

The scores on the 4 scales are not added together, so there is no total score. " L
resilience scales indi-

For the evaluation and graphical display of the results, the # RESQ-CARE Excel file can be cate high resilience.
used. The scores entered into the file will be automatically added together for each scale and High scores on the
the ratio of resilience factors and stress factors will be converted into a bar chart (RESQ-CARE stress scales indicate
profile). = Figure 8 shows examples of possible RESQ-CARE profiles. high stress.

High scores on the resilience scales indicate high resilience. High scores on the stress scales
indicate high stress.
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Interpreting the results

The counselor interprets the screening results, with the 4 resilience and stress scales each
interpreted separately. Additionally, the general scale can be used to provide orientation for

the evaluation.

Ratio of resilience factors to stress factors

USING THE QUESTIONNAIRE | 14

The 4 resilience
and stress scales
are interpreted
separately.

The RESQ-CARE profile shows the ratio of resilience factors and stress factors. From this, the
need for counseling and counseling themes can be derived. If the cut-off is reached on one
scale, counseling in this area should be offered irrespective of the RESQ-CARE profile. There
are 4 possible RESQ-CARE profiles (= Figure 8).

Figure 8: Examples of possible RESQ-CARE profiles

Stress factors
Low High
My strength-givers My strength-sappers My strength-givers My strength-sappers
15 15
10 10
e e !
Low
5 4 5
3 3
: - - -
L e T 5§ B
My inner My sources Difficultiesin ~ General burdens My inner My sources Difficultiesin ~ General burdens
attitude of energy managing the of my living attitude of energy managing the of my living
person | care for situation person | care for situation
Profile 1 Need for counseling: moderate Profile 2 Need for counseling: high
Aim: foster resilience Aim: foster resilience, reduce stress
Resilience
factors
My strength-givers My strength-sappers My strength-givers My strength-sappers
15 15
15 15
10
H 5
High
1 1
o NN NS
My inner My sources Difficultiesin  General burdens My inner My sources Difficultiesin  General burdens
attitude of energy managing the of my living attitude of energy managing the of my living
person | care for situation person | care for situation
Profile 3 Need for counseling: low Profile 4 Need for counseling: moderate
Aim: reduce stress
June 2024 2 www.zgp.de
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Identifying the need for counseling and counseling themes

The need for counseling and the aims of counseling differ depending on the level of resilience
factors and stress factors. = Figure 9 shows the interpretation of each of the different RESQ-CARE
profiles:

Figure 9: Need for counseling and aim of counseling depending on the RESQ-CARE

profile
RESQ-CARE Characteristics Need for Aim of counseling . .
profile counseling Family caregivers
N N with low levels of
1 Low resilience scores and Moderate Foster resilience L
resilience factors and
low stress scores .
high levels of stress
2 Low resilience scores and High Foster resilience, factors have an
high stress scores reduce stress increased health risk.
3 High resilience scores and Low
low stress scores
4 High resilience scores and Moderate Reduce stress

high stress scores

Even if the resilience factors and stress factors are balanced, resilience should be fostered
(profile 1) and stress should be reduced (profile 4) in order to guard against any change to
the detriment of resilience.

The counselor should select counseling themes and measures depending on the level of
resilience factors and stress factors.

The counseling

For each scale, the cut-off score indicating a need for counseling lies at 7.5. This means that: If threshold lies at
the sum score is below 7.5 on one of the resilience scales and/or above 7.5 on one of the stress a score of 7.5 per
scales, the counselor should select the counseling themes of the respective scale (= Figure 10). scale.

If the cut-off score is reached on all 4 scales, counseling on all themes can be offered.

Figure 10: Interpretation scheme of the questionnaire

Scale Rule Possible counseling themes
1. My inner attitude Sum score Self-care
below 7.5 Stress management

Problem-solving training

2. My sources of energy Sum score Support with care, e.g., day care, in-home care
below 7.5 Self-help groups
Self-care
3. Difficulties in managing Sum score Psychoeducation, e.g.,, on dementia, challenging behaviors
the person | care for above 7.5 Examination/treatment by a specialist of the care recipient

Referral to psychosocial, non-medical therapies, e.g., occupational
therapy, music therapy

Self-help groups

Training on caregiving

4. General burdens of Sum score Aspects of social welfare law, e.g., debt counseling
my living situation above 7.5 Medical/psychiatric/psychotherapeutic examination/treatment of the
family caregiver
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Deriving recommendations for action

Based on the RESQ-CARE profile, concrete measures can be recommended (= Figure 11).

Figure 11: Measures for a potential practical implementation of the counseling themes

Scale Possible measures

1. My inner attitude Exercises to increase self-esteem, e.g,, list of positive qualities, values questionnaire
Exercises to promote acceptance, e.g., from acceptance and commitment therapy
Exercises to deal with self-criticism
Relaxation exercises, e.g., progressive muscle relaxation
Exercises to promote mindfulness, e.g., 5-4-3-2-1 exercise, positivity journal

2. My sources of energy Foster relief and balance, e.g., by planning positive activities
Foster social contacts, e.g., using a social network map

3. Difficulties in managing Social competence training on managing challenging behavior, e.g., ABC method
the person | care for Foster social contacts, e.g., using a social network map
Exercises to promote acceptance, e.g., from acceptance and commitment therapy

4. General burdens of Promote agency, e.g., through problem-solving training
my living situation Relaxation exercises, e.g., progressive muscle relaxation
Exercises to promote mindfulness, e.g., 5-4-3-2-1 exercise, positivity journal
Exercises to promote acceptance, e.g., from acceptance and commitment therapy

The counseling themes and measures can be selected and documented in the 2 RESO-CARE
Excel file.

Communicating the results

Wherever possible, the counseling themes and measures should be discussed during the
same appointment.

With the RESQ-CARE profile, family caregivers can see at a glance where their resilience and
stress factors stand in relation to each other. Therefore, the profile should be presented to them
in order to discuss the results and should be integrated into the interpretation.

A resource-oriented approach should be taken, meaning that the resilience scales should be
discussed before the stress scales, and in the case of RESQ-CARE profiles 1, 3, and 4, the good
starting position should be emphasized. If necessary, the meaning of stress and resilience as
well as the ratio of resilience factors and stress factors should be explained.

g Suggested wording to explain stress:

Stress is a natural reaction of the body to a challenging situation, such as noise, time pressure
or a particular task, when the body releases stress hormones like cortisol. You might notice
it when your muscles tense, your heart rate rises or you find yourself breathing more quickly.
When the situation ends, for instance when you have mastered the task, your body can recover.

When stress is occasional and only lasts for a short time, these processes strengthen your
health. Recovery is important because lasting stress can damage your health.

g Suggested wording to explain resilience:

Resilience is your mental ability to bounce back, the immune system of your mind. It helps you
to recover quickly from burdens or stress or to deal with itin such a way that you stay healthy.
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You can ask yourself: What gives me the strength to deal with challenges? An example of this
might be support within the family or taking time for yourself.

g Suggested wording to explain the ratio of resilience factors and stress factors:

Resilience factors and stress factors should at least balance each other out, although it is better
if resilience outweighs stress, because if stress and burdens increase, the existing resilience
factors might not be enough.

The goalis therefore on the one hand to reduce burdens and stress, and on the other hand to
specifically analyze which resilience factors you already possess and which resilience factors
still need to be enhanced.

Q Suggested wording to explain the RESQ-CARE profile:

What went through your mind when you were filling out the questionnaire?

The evaluation of your results has led to this profile. On the left-hand side you can see your
resilience factors and on the right-hand side your stress factors. What comes to mind when
you compare the 2 scales?

I've noticed that you already possess resilience factors. It's especially worth mentioning that
you strongly agreed that . ..

On the opposite side are the stress factors. At the moment, you're finding it especially stressful
that ...

Let’s take a look together at which goal is more urgent: reducing burdens and stress or
strengthening resilience.

g Example dialogue: Feedback on the results of a family caregiver with a balanced
ratio of resilience and stress scales

Counselor: Mrs. S, thank you for taking the time to fill out the questionnaire. How did you
geton with it?

Mrs. S: I found some of the questions easy and others harder. Sometimes | wanted to
be able to place my cross somewhere in between 2 response options.

Counselor: Yes, I can really understand that it's sometimes hard to pin yourself down to one
particularanswer. Thank you that you still filled everything out anyway. I have the
evaluation of the questionnaire here. In the evaluation we present your resilience
factors and stress factors visually. Do you notice anything?

Mrs. S: The green and red bars are the same height.

Counselor: Yes, | noticed that too. It'simportant that you already possess resilience factors —
those are the green bars. In particular, you indicated here that you have help
and support from your circle of friends. It's important and good to know that
you've already taken action here. At the moment, the resilience factors and the
stress factors balance each other out. So the goal should be for the strengths to
outweigh the burdens, so that you still have enough strength for your everyday
life in the longer term.

Mrs. S: Is it not enough that they're the same height?

Counselor: Forthe moment it still ok, but you need to be prepared. Imagine that the burdens
increase. Then it will be important that you're able to buffer them well. Therefore,
we should try to expand on your resilience factors and reduce your stressors.

Mrs. S: OK, what do you suggest?
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Counselor:

Mrs. S:
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I get the impression that above all, you could further strengthen your views and
attitude toward caregiving. On the side of your stressors, | noticed that we could
look together at how you could deal with your husband with less conflict. With
some little tips and tricks, you can get back a greater sense of security. Shall we
look at the themes together one by one?

Yes, that sounds really good.

g Example dialogue: Feedback on the results of a family caregiver with high stress
and low resilience

Counselor:

Mrs. B:

Counselor:

Mrs. B:

Counselor:

Mrs. B:

Counselor:

Mrs. B:

Thank you very much for being open to filling out the questionnaire. I've just eval-
uated it and Id like to share the results with you. You can see your strength-givers
in green and your strength-sappers in red. What do you notice?

Well, the strength-sappers are bigger than the strength-givers.

Yes, that’s right, at the moment, the burdens are taking up a lot of your strength. It’s
important to get agood balance. Your strength-givers are lower at the moment,
but I'm really pleased that you were still able to name some. For example, you
indicated that you voluntarily and deliberately chose to take on the caregiving
for your husband. That's a big resource.

Well, we've been married for over 50 years. He would do the same for me.

And you can still see it as a positive, as these things can't be taken for granted. At
the sametime, there are many burdens along with your strength-givers. Here, as
well as difficulties in managing your husband, you've also mentioned your own
burdens.

Yes, but they're not asimportant. The most important thing is that my husband
is ok.

I can fully understand that, but it’s also important that you're ok too, because
that’s the only way you can support your husband in the longer term. Therefore,
Id like us to look together at how we can reduce your burdens and expand on
your strength-givers. Would that be ok?

Yes, thatd be good.

(2} The example dialogues are also available as videos (only available in German):

2 Resilience and stress balance each other out (profile 4)

2 Stress outweighs resilience (profile 2)
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Case examples

Example 1: Low resilience, low stress

Situation

Mrs. P (74) and her husband, who has been diagnosed with cancer several times, live on a
farm. When needed, they help run the small family farming business. Mr. P has always taken
care of everything, especially the finances. At the moment, he is finding this more difficult. As
Mrs. P doesn't have her own bank account and isn't aware of all the things her husband takes
care of, she continues to leave these areas to him. So far, she is not yet experiencing any major
limitations due to her husband’s condition, but her family doctor has urgently advised her to
get some caregiving counseling.

Evaluation

The evaluation shows low scores on all scales for Mrs. P. Particularly on the scale My inner
attitude, Mrs. P often didn't know what she should answer. She left item 18 unanswered, because
she has never dealt with the finances. She reached the counseling threshold for resilience

factors.
My strength-givers My strength-sappers
15 15
10 10
| [ 1 With low resilience
L] L] .
and low stress, family
5 5 caregivers should
3 3 receive preventive
2 counseling on
fostering resilience.
0 0
My inner My sources Difficulties in General burdens
attitude of energy managing the of my living

person | care for situation

Interpretation and need for counseling

Profile T Need for counseling: moderate
Aim of counseling: foster resilience

The difficulties in filling out the resilience scales make it clear that Mrs. P has not yet come
to terms with her husband'’s recurring disease and its consequences. The counseling should
take a preventive approach, aiming especially to strengthen resilience factors so that she is
more capable of action if the burden increases. Therefore, Mrs. P should receive information
on possibilities for support and the importance of self-care. Additionally, she should receive
psychoeducational counseling on the condition and above all on the upcoming change in roles.
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Example 2: Low resilience, high stress

Situation

Mrs. M (78) has been caring for her husband for 5 years. Her husband has dementia. So far, she
has not bothered about getting support because she has ‘always got by somehow' She has
also not yet told anybody about the dementia. For the last few weeks, her husband’s health
has been drastically deteriorating. He is constantly asking the same questions. It is barely
possible to have a conversation with him. At night, he is often awake and walking around the
house. Mrs. M has not been able to get any restful sleep for several weeks. She increasingly
has to support him with his personal hygiene and is already suffering from backaches every
day. On the whole, she is currently withdrawing from social contacts even more. She doesn't
want to burden her children.

Evaluation

In the evaluation, Mrs. M has very low scores on both resilience scales and high scores on both
stress scales, particularly on the scale assessing behavioral difficulties. The questions about her
own health also point to a high additional burden. Regarding the items from the scale My
sources ofenergy, she adds that she is only just noticing that she has actually withdrawn a great
deal over the last few years. She has always done everything together with her husband and
has never had her own hobbies. The cut-off for counseling is reached on all scales.

My strength-givers My strength-sappers
15
10
With low resilience
B oo e e 1 and high stress, family
o o N
caregivers should
5 receive counseling
on strengthening
resilience and
reducing burden.
O = = I
My inner My sources Difficulties in General burdens
attitude of energy managing the of my living
person | care for situation

Interpretation and need for counseling

Profile 2 Need for counseling: high
Aim of counseling: foster resilience, reduce stress

Mrs. M is at particular risk and urgently requires counseling to reduce burden and foster
resilience. In addition to psychoeducational elements on dementia and available support
offers, she should above all be advised about activating social support. Exercises to increase
self-esteem as well as planning positive activities can also be offered by way of support.
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Example 3: High resilience, low stress

Situation

Mr. K (76) has been caring for his wife for one year. His wife has dementia. Their children live
nearby and visit regularly. Mr. K 'is actively involved in many clubs and associations and has
communicated openly about his wife's iliness. If Mrs. Kwanders around the village, the neighbors
are aware and help her to find her way home. A home care service provides regular support
with personal hygiene. Mrs. K gets along well with the professional carers. Mr. Kalso appreciates
them, because they have explained a lot to him about dealing with dementia. Additionally, Mrs.
K goes to a day care facility several times a week. During this time, Mr. K pursues his hobbies.
If things were to become more difficult, Mr. K can envisage enabling the situation at home to
continue by bringing in additional support in the home. He is financially well off, so does not
have to worry about funding the care.

Evaluation

For Mr. K, the evaluation shows high scores on both resilience scales (maximum possible points
on My sources of energy) and low scores on both stress scales. The counseling threshold is not
reached on any scale.

My strength-givers My strength-sappers
15
15
10
5 With high resilience
and low stress, there
is currently no need
1 1 for counseling.
- I B
My inner My sources Difficulties in General burdens
attitude of energy managing the of my living
person | care for situation

Interpretation and need for counseling

Profile 3 Need for counseling: low

Mr. K's strength-givers lie especially in the area of social resilience factors. Moreover, there
are no relevant burdens with regard to his general life circumstances. He already has a plan
of action should his wide's condition deteriorate and is informed about support offers. Mr. K
currently has no need for counseling.
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Example 4: High resilience, high stress

Situation

Mrs. S (54) has been caring for her mother (Mrs. L), who has had 2 severe strokes and also has
Parkinson’s disease, for around 2 years. Mrs. S lives with her husband and the youngest of their 3
children and is a part-time salaried employee. Right after the first stroke and the resulting limits
to her mother’s mobility, Mrs. S brought in support. A home care service carries out many of
the caregiving tasks. Mrs. S says that she would prefer to share the good times with her mother
rather than discussing matters like washing and getting dressed. She has always had a good and
appreciative relationship with her mother and finds it important to now give something back.
Mrs. L attends a day care facility 3 times a week. As her mother’s condition has deteriorated in
the last few weeks, Mrs. S has often had to take time off work to be with her mother more. She
can't carry out her job like usual and the unfinished tasks are starting to pile up. Her husband
is also often annoyed because Mrs. S spends so little time at home. The question has arisen of
whether it is necessary for her mother to move into a residential facility or whether the home-
based care can be maintained. Mrs. S is finding the situation very stressful.

Evaluation

Mrs. S has high scores on both resilience scales (maximum possible score for My inner attitude).
At the same time, she has high scores on both stress scales, especially the scale General burdens
of my living situation. The stress scales lie above the counseling threshold of 7.5.

My strength-givers My strength-sappers

15

With high resilience
and high stress,
family caregivers'
resilience should first
be reinforced, and
they should receive
counseling on
reducing burden.

My inner My sources Difficulties in General burdens
attitude of energy managing the of my living
person | care for situation

Interpretation and need for counseling

Profile 4 Need for counseling: moderate
Aim of counseling: reduce stress

In the counseling, it should first be reported back to Mrs. S that she possesses a particularly
high number of resilience factors. These constitute a good starting point from which to better
buffer against the burdens arising from the care situation. Therefore, the counseling should
focus on reducing the burdens of her life circumstances.
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Appendix

@ RESQ-CARE QUESTIONNAIRE

Date Family caregiver

Resilience and Strain Questionnaire for

Counselor

Caregivers (RESQ-CARE)

- for use in professional counseling -

Dear family caregiver,

Caregiving changes one’s everyday life, but this role can impact family caregivers differently. Some recover
quickly from the demands associated with caregiving. Others are at risk of developing physical or mental
health problems. This depends on various factors, but particularly one’s own resilience and the care-related

burden.

The aim of this questionnaire is to evaluate the ratio of these factors. Based on your answers, we can better

align the counseling with your current situation.

Please think back over the last four weeks when responding. Your answers will be treated confidentially.

Information about me

ID number/case number

APPENDIX | 23

PAGE 1/4

Age Years

Gender O Female O Other
O Male

Relationship to the person © Partner O Child

| care for (Iam their ...) ) Parent - Other:

Living situation O With the person | care for O Alone
O With my own family/partner O Other:

Highest educational
attainment

© High school graduate
© Stillin school

© No schooling/education
O Other:

Occupation

O Retired
O Full-time employment
O Part-time employment

O In training/studying
O Not in employment

Start of caregiving

(I have been caregiving for ...

weeks/months/years

© Centre for Quality in Care (ZQP, Zentrum fiir Qualitét in der Pflege)  Further information and related documents: www.zgp.de | June 2024 IIII
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@ RESQ-CARE QUESTIONNAIRE PAGE 2/4

Time spent on caregiving

(I provide care for ...) hours per week
Support received O No support
for caregiving © Supported by relatives, acquaintances, neighbors

O Professional support
© In-home care service
© Care on an hourly basis
© Day care or night care
O 24-hour care
O Assisted living
& Community home for senior citizens or shared care
© Care home
O Other:

Information about the person | care for

Age Years
Gender O Female O Other
O Male
llinesses, impairments O Cardiovascular disease, e.g., heart attack, stroke

O Chronic physical iliness, e.g., rheumatism, arthrosis

© Mental/neurological illness, e.g., dementia, Parkinson’s disease,
depression

O Other:

Support needs O Mobility
© Communication and mental abilities, e.g,, memory,
understanding

© Mental health problems, e.g., sadness, aggressiveness,
restlessness

O Self-care, e.g., washing, getting dressed, household tasks

O Medical care, e.g., use of medication, visiting the doctor, using
physical/medical aids

O Organizing everyday life and social contacts

Living situation O Athome, alone © Care home
O At home with family/partner © Other:

Care level (if applicable)

© Centre for Quality in Care (ZQP, Zentrum fur Qualitat in der Pflege)  Further information and related documents: www.zqp.de | June 2024 IIII
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@ RESQ-CARE QUESTIONNAIRE PAGE 3/4

My strength-givers

1. My inner attitude Strongly Agree Disagree Strongly
agree disagree
1. Ivoluntarily and deliberately chose to take on the caregiving. O O O

2. Through caregiving, | am discovering new, positive sides of
myself, of the person | care for, and/or of our relationship with
each other.

3. Irecover quickly from stress.

4. |feel competent in the care | provide. For example, | have
gathered information about the condition of the person
I care for and about support services.

5. lam able to rely on my abilities in difficult situations. O O O
2. My sources of energy Strongly Agree Disagree Strongly
agree disagree

6. Despite the increased demands, | manage to pursue my own
interests, e.g., hobbies, sport.

O

7. luse support for the caregiving, e.g., from family members,
friends, professional support.

N

8. Ireceive supportive feedback for the care I provide.

9. Ihave people | can always rely on. O O O

10. | experience joy in my everyday life, e.g., when | pursue
pleasant activities.

© Centre for Quality in Care (ZQP, Zentrum fur Qualitat in der Pflege)  Further information and related documents: www.zqp.de | June 2024 Illl
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@ RESQ-CARE QUESTIONNAIRE PAGE 4/4

My strength-sappers

3. Difficulties in managing the person | care for Strongly Agree Disagree Strongly
agree disagree

11. The person | care for has physical limitations. He/she needs
support in everyday life that is difficult for me to provide,
e.g., with getting dressed, washing, eating or mobility.

12. The person | care for shows difficult behaviors that are
burdensome for me, e.g.: He/she rejects help, is aggressive,
has difficulty sleeping, lacks drive.

13. I cannot leave the person | care for alone for an hour.

14. The person | care for has changed for the worse due to their
condition, e.g.: He/she is irritable, less compassionate, more
negative, less mentally fit.

15. I experience a lot of conflict and arguments with the person
I care for.

Strongly Agree Disagree Strongly

4. General burdens of my living situation
agree disagree

16. Besides the caregiving tasks, | am additionally burdened in my
everyday life, e.g, due to my own health, worries about other
family members, reconciling caregiving, family and job.

17. I suffer from physical complaints on a daily basis, e.g., pain,
shortness of breath, heart palpitations, dizziness.

18. I'am worried about my financial situation.

19. I neglect my own health, e.g., | do not take care of my nutrition,
getting enough sleep or attending medical check-ups.

20. | feel like I cannot keep up with the many demands in my
everyday life. This can express itself, e.g., in a lack of drive,
sleep problems, joylessness or irritability.

| would also like to mention that:

Thank you for filling out the questionnaire!

© Centre for Quality in Care (ZQP, Zentrum fur Qualitat in der Pflege)  Further information and related documents: www.zqp.de | June 2024 Illl
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